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~How are we doing? - The results of a patient satisfaction 
questionnaire 
A.M. Morton, D.G. Peckham, S.R Conway. On behalf of the MD Team. Adult 
Cystic Fibrosis Unit, Seacrofi Hospital, Leeds', UK 
Patient involvement in decisions about Health and Health Care should be an integral 
and valued element of the National Health Service (NHS). It can lead to identifiable 
improvements in services, quality and the patient experience. Consultation with, and 
feedback from, patients are essential parts of a system which informs us on our 
performance l vels. 
Aims; (1) To assess patient satisfaction with four key areas of service provision: 
Out Patients (OP), In Patients (IP), Home Intravenous Antibiotic Therapy (HIVT) 
and General/Communication (GC). (2) To identify areas of concern/unmet need 
and hence ways of improving services. 
Method; A single mail-out questionnaire was sent to patients attending the Adult 
Cystic Fibrosis Unit (n 300). A five point Likert Scale (range: very satisfied to 
totally dissatisfied) was used for each question and free text (FT) was invited at the 
end of each section. Anonymity was an option. 
Results; 96 questionnaires were returned (response rate 32%). Of these 90 (94%) 
completed OP section 60 (66.7%) FT, 69 (72%) IP 49 (71%) FT, 73 (76%) HIVT 
43 (59%) FT and 90 (94%) GC 47 (52%) F% 
Mean satisfaction scores were 79.4%, 81.4%, 83.1% and 87.1% for IR HIVT, OP 
and GC. Mean dissatisfaction scores were 10.9%, 5.4%, 5.3% and 2.4% for OR IR 
HIVT and GC. 
Patients were least satisfied with: OP & IP: Communication with GP's, not seeing a 
Senior Doctor/Consultant and car parking. HIVT: Car parking, comfort of rooms, 
not seeing a Senior Doctor. 
GC; Speed of response to telephone queries, inability to access the person or 
information they require. 
Summary; Whilst overall patient satisfaction is high there are recurring themes of 
patient dissatisfaction. This has enabled us to identify how we need to improve our 
service 
10. Nursing Psychosocial issues 
l~  Audit of End-of-Life care in Cystic Fibrosis in Australia 
F. Finlayson 1 , M. Gold 2, J. Philip 2, S. Sutherland 2, C. Ware 2, M. Braithwaite 2,
J. Wilson 2. 1The Cystic Fibrosis' Service, Department of Allergy, Immunology and 
Respiratory Medicine, 2palliative Care Service, The Alfred Hospital, Australia 
Lung transplantation has lead to dramatic improvements in survival for cystic 
fibrosis patients, however, donor shortages mean approximately 20% of patients 
eligible for transplant die prior to transplant. 
Aim: This explored a variety of factors related to end of life care in CF patients. 
Method: A retrospective audit, modelled on a similar study by Robinson et all, 
of the circumstances around death of untransplanted CF patients dying between 
1998~003. 
Results: Of the 20 evaluable patients, all died in hospital with a mean admission 
duration of 21 days. The majority of patients remained on the transplant waiting list 
until death. 'Not for Resuscitation' orders were made on average 5 days before death 
(N 18) (range: 1 hour to 30 days). Preventive care (defined as treatment toprevent 
CF complications) continued for 17 (85%) patients in the final 24 hours of life. 
Therapeutic treatments continued for most, 17 (85%) having intravenous antibiotics, 
18 (90%) assisted ventilation and 16 (80%) chest physiotherapy and phlebotomy. 
Palliative care in the form of opioids were administered to 16 (80%), starting amean 
of 2.3 days earlier and reaching a mean daily dose of 44rag parenteral morphine 
equivalent (ranging 0 to 240 mg). 
Conclusion: People with CF who die before transplant remain on the waiting list, 
receiving life-saving treatments until death, with decisions regarding resuscitation 
and institution of symptom control measures occurring simultaneously and just 
prior to death. The relevance of traditional models of palliative care delivery for 
CF end-of-life care will be examined. Future studies exploring ideal end-of-life care 
are urgently needed. 
~Work  disability in adults with Cystic Fibrosis and its relationship 
to quality of life 
M. Braithwaite 1 , M. Hogg 2, M. Bailey 1 , T. Kotsimbos 1 , J. Wilson 1 . 1The Cystic 
Fibrosis' Service, Department of Allergy, Immunology and Respiratory Medicine, 
2The Department of Occupational Therapy, The Aljbed Hospital Australia 
With increasing numbers of cystic fibrosis adults, issues related to vocation arise 
and warrant specific attention. 
Aim; Labour force participation rates and risk factors for work disability for adults 
with CF were examined. 
Method; We recruited 49 patients from an adult cystic fibrosis service. Demo- 
graphic, employment history, illness severity indicators and CF-attributed work 
disability factors were evaluated. 
Results; Demographic risk factors for work disability using a multiple logistic- 
regression model incorporating the illness severity measures of FEV1, S-K score 
and recent hospitalisation as independent variables were determined. Factorial 
analysis of a disability index (DI) indicated that there was no dependency on FEV1 
or S-K score, but dependency on age, hospital admission rate and disease mastery. 
Hours worked per week were dependent on quality of life (p < 0.01, mastery of 
disease), age (p<0.01) and fewer hospital admissions (p<0.01). In over half 
(n 25, 51%) CF had affected choice of occupation, career or decision to seek 
employment. Over a third had to change their specific job duties because of CF 
(n 18, 37%). A quarter had taken a cut in income (n 12, 25%) and a third (n 17, 
35%) endorsed having ceased work because of CE When examining questions 
related to limitation of employment, 68% of respondents answered positively to 
one or more questions. However, few had sought vocational guidance (6%). 
Conclusion; Standard measures of disease severity are not the only factors im- 
pacting on work place disability. Health professionals may be well placed to oiler 
vocational support, however, the nature and impact of career counselling to support 
this population eeds urgent evaluation. 
1• Healthy family members' attitude for improving QoL of the 
affected person - something more about the "survival guilt" 
G. Petrova 1 , S. Shopova 1 , I. Guergieva 2, I. Kalev 1 . 1MHAT "Alexandrovska", 
2SHATDOHD, Ltd., Sofia, Bulgaria 
Material: The study includes 40 families with person affected with life threatening 
disease (LTD: cystic fibrosis, end stage renal disease, acute leukemia and breast 
cancer) 
Methods: family history data; attitude questionnaire, social support questionnaire, 
Beck hopelessness cale 
Aims: to study and clarify the dynamics of the family interactions during the 
moment of the decision making process (e.g. diagnose, treatment, reproduction, 
transplantation a d recovery). To define different behavioral types according the 
QoL. 
Results and Conclusions: The principal feeling in the healthy members in these 
families is guilt. For those with genetic evaluation "survival guilt". The weakness 
and hopelessness forces the healthy members to build extreme behavioral patterns 
like doing the social duty of the affected percen instead of him/her in order to make 
his/her life easier (e.g. change of reproductive roles in the generations). 
